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If we truly believe in the dignity of man, we must examine the
levels of dignity to which we raise those who are not able to raise
themselves. As Julia Molloy points out, each individual is entitled to
develop to his full potential.
As each star differs in brightness, so do the children of ~en. Yet
each serves its purpose in HOne Nation under God ll and each is enti'tled
to an opportunity to achieve his full potential--to grpw physically,
emotionally, intellectually, socially and spiritually.
Sacred Scripture teaches that man was created "to the image of
God ll , and ;s capable of knowing and loving his Creator, and was appointed
by Him as master of all earthly creatures that he might subdue them and
use them to God's glory.2 By his innermost nature, man is a social being
and unless he relates himself to others, he can neither live nor develop
his potential. Man's purpose, then, is to know, love and serve God. We
are here on the earth to fulfill God1s plan for us.
Regarding religious education, all men have the need for knowledge
of redemption, growth in attitudes and behavior, and opportunities to ex-
press devotion by partaking in liturgical services. Does this not also
apply to the retarded? Hahn and Raasch have stated:
The message of God's love for sinful man through the gift of His only
Son to redeem mankind ;s meant also for the mentall,y retarded. They,




too, need to know they have a redemption. They, too, need to grow
in Christian attitudes and behavior. We have a responsibility for
providing them with appropriate religious training to facilitate the
realization of these goals. Because of their intellectual limita-
tions, however, the retarded require a program of religious instruc-
tion dif1erent from that which we can offer children of average
ability.
The Program Model
In 1967, Sister Sheila Haskett, administrator, St. Coletta School,
Jefferson, Wisconsin, took upon herself the responsibility of developing a
religious education program to meet the needs of special children and
their families in the Madison diocese. With Father Leo Joyce, diocesan
Director of Religious Education, Sister developed a religious education
program for the children of Dane County. It was to serve as the pilot
project and model for similar programs to be started throughout the diocese.
The program has a triple thrust. First, it gives meaningful re-
ligious instruction and liturgical participation to every retarded child
and adult in the diocese. Second, it provides parents with access to ex-
perts in religious education and also brings them into contact and dis-
cussion with one another for support and help. Third, it taps, as Sister
Sheila says, flA great spiritual reservoir among our young people. Young
people want to do something that makes a difference in someone else's life. 1I
They are generous, she claims, and we must give them a work in which to
channel their generosity.
3Hans R. Hahn and Werner H. Raasch, Helping the Retarded to Know
God (St. Louis, Missouri: Concordia Publishing House, 1969), p. 34.
The Survey
In 1974, 50 families involved in religious education programs
developed along the lines of Journey With Jesus model were surveyed by a
questionnaire to assess their needs as a group. These Special Religious
Education Centers were located at Immaculate Heart of Mary parish in
Madison, St. John Vianney parish in Janesville and St. John the Baptist
parish in Jefferson, Wisconsin.
In order to establish the source of help families received to the
present time, parents were asked to evaluate the help received according
to the following standards:
4 indicated they received the most help from the source
3 indicated they received adequate help from the source
2 indicated they received little he~ from the source
1 indicated they received no help from the source
0 no response was recorded
Sources of help were listed as follows:





Tabulation of values indicated the following:
Educational Resources 145





Comments made by parents regarding resources were as follows:
Educational Resources:
"Received considerable service from speech clinic at
the University of Wisconsin, Wa1snlan Center."
HA speech therapist who helped explain the problem
helped me understand the problems my child was coping
with."
Doctors and Medical Resources:
liThe doctors were not well informed on mongolism but the






"We received some consolation and support from the parish
priest at birth. Also, Sisters from St. Coletta's and
the special religious education program. Tremendous!"
ilNot till we enrolled at I.H.M. II (where the special re-
ligious education program is conducted)
IIChurch has only helped through religion program sponsored
by St. Coletta 1 s."
tlNot until we moved to St. John Vianney."
"Not until this year when we brought her to the e.G.D.
program at I.H.M. tI
"One special priest. 1I
USister Sheila and the school teachers."
In the second section of the survey, parents were asked to indicate
preferences of topics which could be incorporated into the "Parent Program".
They rnarked each topic according to the following procedure:
5
4 most necessary
3 of some value
2 of little value
1 not relevant
o no response
The following topics were suggested:
Causes of Mental Retardation
Behavior Management Techniques























Comments from parents regarding suggested topics included:
"Being active in ARC fills sorne of these needs. 1f
6
Causes of Mental Retardation and Genetic Factors:
"This ;s covered in other sources. ARC, doctors, etc.'1
IlCauses and genetics usually have been thoroughly covered. 1I
"They are probably already well aware of this."
Other areas of concern which parents suggest should be covered:
liThe help in developing the scruples and values necessary
in knowing right from wrong, in making good moral decisions;
and in bringing God into their daily lives is certainly
needed in a religious education program."
In the third and final section of the survey, rarents were asked
to indicate preferences for topics to be developed for a program for
brothers and sisters of the retarded. They marked each topic using the
following procedure:
4 most necessary.
3 of some value
2 of little value
1 not relevant
o no response
The following topics were suggested:
















Comments from parents regarding topics for siblings of the
retarded included:
"This was hard for everyone in the family so the child
was placed in Southern Colony and has never been visited. 1I
lilt was hard for children when they are close to the same
age as their retarded sister to understand why you expect
1ess of that one or seem to favor he"". II
Acceptance of Parents' Attitudes:
"If parents accept, the children do also. The first topic
is important. The rest are also important because if they
know these things they can help and are more willing do do
50. 11
tlparental attitude influences other siblings and their
attitude toward the retarded. 1I
Future Concerns:
"We hope our children do not feel they should take their
retarded sister in their home for the rest of her life.
We know they have a' healthy attitude toward retardation."
Summary
Since all are called to their fullest potential we can readily
understand the importance of religious education in the development of
each individual irregardless of his intellectual limitations. The Journey
W;th~~sus program stands as a model for what can be done for the mentally
retarded and their families.
The survey in this study indicates the needs of families from the
point of view of the parents. For parents the needs in order of preference
8
are: Educational Perspectives, Behavior Management Techniques, Family
Acceptance, Placement After Death of Parents, Brother/Sister Relationships,
Financial Concerns, Genetic Factors and Causes of Mental Retardation. For
the siblings of the retarded the order of preference is: Understanding
Mental Retardation, Early Training, Future Concerns, Acceptance of
Parents' Attitudes and Hereditary Factors.
CHAPTER II
RESOURCES FOR PARENTS OF HANDICAPPED CHILDREN
The birth of a child, especially the first child in a family, is
a time of expectation, of questioning, of waiting. It is an adventure for
the parents to be--a time of great anticipation for Hour son" or "our
daughter". During the nine months of pregnancy, strong support to a family
comes from the family physician. When the day of delivery comes, it is the
end to the pregnancy, but a beginning for the life of the new young child.
The days following the birth of a child are also days of excite-
ment, happiness, great expectations. For the parent of a handicapped
child, however, the first days after birth become days of fear of the un-
known, days of disappointment, days of a sense of failure. For while,
"our American society holds strongly to the view that to be a parent is a
good thing, to be the parent of a handicapped child is a bad thing."l
Maria Egg, in her writing, points out that:
Life ;s made for healthy, well-developed children. Society demands
that the child meet certain basic requirements if he wants to share
in the life of the group. Society demands a norm, a standard. Hence
the term "abnormal" or nonstandard for ~ny behavior and any capability
that does not fit the standard pattern.
When the first questions arise concerning a handicapped child, the
most natural place for parents to return to is the physician who so recently
IG. H. Zuk, liThe Cultural Dilemma and Spiritual Crisis of the Family
with A Handicapped Child," Exceptional Children (April, 1962), p. 405.
2Dr. Maria Egg, When A Child Is Different (N~ York: The John Day
Co., 1964), p. 23. -
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directed them during the time of pregnancy_ Traditionally, the physician
has been the first, and also the most frequent contact of the family and
has been cast in the role of case manager and diagnostician. However, as
Wolfensberger indicates, medical practitioners have tended to be less
sensitive to the emotional elements in cases of retardation and have
lacked the training to give the wise counseling needed. 3
Wolfensberger says that Marguerite Hastings pointed out in 1960
that
in hardly any hospitals is someone trained in counseling, such as
the hospital social worker, called in when a retarded cnild is born.
The anxieties, guilt, and disappointment that go with the sta~c~A~t
"your child is reta4ded" are seldom handled by the physician who hasdelivered the baby.
Wolfensberger also states that in 1950 Jensen specifically singled out
three common errors in medical practice: delay in defining the problem,
false encouragement of parents and too much direct advice or urging on
matters such as institutionalization. 5
After a formal medical diagnosis ;s given, there remain needs
within the family unit. These often may be unvoiced needs regarding the
acceptance of the child and his place as a member of the family. More
often than not, the formal diagnosis only confirms the parents' sus-
picions. This suspicion or knowledge of retardation may have been present
for weeks or years. 6
3Wolf Wolfensberger, "Counseling the Parents of the Retarded," in
Mental Retardation, ed. by Alfred Baumeister (Chicago: Aldine Publishing
Company, 1967), p. 352.
4Ibid ., p. 350.
5Ibid ., p. 350.
6Ibid ., p. 330.
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Walter Ehlers, writing in the late 19605, indicated that the Church
had not played a prominent place in the movement for the welfare of the
retarded.? This does not mean that the Church had been without influence.
It has been the Christian spirit of compassion and concern that has moti-
vated much of what has been done, though these efforts may not have been
specifically in the name of the Church or under its auspices. "This is
one of the greatest contributions the Church can make, to keep alive the
spirit of compassion. It motivates and influences all professions and all
areas of life."B
In a survey conducted in 1966, Catholic and Protestant mothers of
retarded children indicated that they did not see the Church as a place
to go for help in dealing with their retarded children. 9 Further, the
clergy was seen as important only Itin respect to the religious education
of the retardate. IIID
The lack of interest displayed by the mothers in the study toward
talking over their problem with the clergy suggests that perhaps the latter
are not sufficiently aware of retardation and its meaning for a family.II
Parents of the retarded seem to regard their childls problem as a physical one
and therefore do not go to the clergy. However, parents do need counseling
and comfort. Here the clergy could assume a more aggressive role.
7Walter H. Ehlers, Mothers of Retarded Children: How They Feel and
~here They Find Help (Springfield, Illinois: Charles C. Thomas Company,
1966), p. 81.
8 Ibid., p. 8l.
9I bid., p. 81.
I 0I bid., p. 64.
11 Ib id., p. 74.
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The religious background can powerfully determine the degree of
family acceptance of handicaps in a child. As expressed in Zukcs writing,
a spiritual crisis exists when the family faces the cultural dilemma of a
retarded child. 12 When the religious attitude of a family has been
strengthened, families can accept the inevitability of painful feelings.
They can look to the child as supplying special meaning, perhaps unknown
or even unacceptable to the society at large but known and quite acceptable
to the family itself. 13 Clergy can, and should be assisting the family to
search for the unique meaning of the child, the meaning which no other
family, community or society can supply. There is no doubt t"~t che role
of religion in parental dynamics and management must be recognized. The
hypothesis that religious values, outlooks, institutions and rituals may
make retardation more acceptable and bearable is a reasonable one. 14
A powerful resource for the parents who are discovering mental
retardation in their child, are other parents who have gone through this
experience. In an article, "Mental Retardation: A Review for Pediatr;-
cians,"15 the writers urged pediatricians to encourage families to partici-
pate in parent groups for the retarded. Here the parents can receive much
help particularly from families with similar problems, who can assist them
in practical, everyday situations.
12Zuk , Cultural Dilemma, p. 407.
13 I bid., P. 408 .
14Wol fensberger , ~ounseling Parents, p. 349.
15Stanley W. Wright and George Tarjin, "Mental Retardation:
for Pediatricians," in Mental Retardat10n Readings and Resources,





In the late 1950s parents banded together to form the National
Association for Retarded Children,16 which is presently identified as the
National Association for Retarded Citizens, as their efforts reached out
to the full development of the retarded child into adulthood. This organi-
zation composed chiefly of parents, has done much to stimulate and develop
public awareness of mental retardation. It has been instrumental in urging
state legislatures to enact laws fostering programs and services for the
retarded. Increased effort on the part of the Federal Government ;s due
partly to the efforts of parents. 1?
Kvaraceus and Hayes pointed out that instead of finding d~feat in
their child's deficiency parents working together for their child can find
an effective outlet for their feelings:
The widespread development of parent organizations for the retarded,
for the emotionally disturbed, for the blind, and for the deaf involves
creative and constructive energies that were once sluiced down the
drain of anger, fear, guilt, and pity. The sponsoring of enabling
legislation, the cooperative planning and support of clinical resources,
the organizing of and programming in special schools and classes, the
establishment of training facilities for specialized personnel, the
transportation of children, the development of scholarship programs,
the evolving of programs for parent education, and group therapy all
testify to constructive use of parental energies. Through activities
such as these parents have discovered new talents and resources within
themselves. They have, by virtue of the handicapped child, found
greater self-fulfillment and a richeS meaning and purpose in life than
might otherwise have been possible. l
16Maurice G. Klatt, "The History of Mental Retardatian,1I in Mental
Retardation Readings and Resources, ed. by Jerome H. Rothstein (New York:
Holt, Rinehart and Winston, Inc., 1961), p. 28.
17Ibid ., P. 29.-- ~
18Wil1iam C. Kvaraceus and E. Nelson Hayes, If Your Child is Handi-
c~_ (Boston, Massachusetts: Porter Sargent Publishers, 1969), p. viii
preface.
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Maria Egg also urged parents to band together. She wrote II
alone, two parents cannot do much. Left to themselves, they will be glad
if they can manage to bring their own sorrow under control. But many
parents share the same concern; you are not alone." 19 Now we are at the
stage where the parents themselves are taking the major responsibility
for seeing that such children get the help they need. 20
Essentially what parents want most for their retarded child is
what the normal child gets--an education to prepare him for life in the
community. To obtain this goal, parents of retardates are dependent upon
organized public support. Presented in the simplest terms, tI~.~bl'fc support
means funds allocated publicly and privately to establish and maintain
means for diagnosis, treatment, education and rehabilitation of the
retardate. 1121
As Levinson emphasizes:
The sooner we realize that mental retardation is a community problem
and therefore a public responsibility, the better for all concerned.
It is true that the brunt of the problem is borne by the parents, but
the problem extends beyond the boundaries of the home. The community
should take special interest in mental retardation if only for its
own protection and economy. Their classification and educ~~ion should
be of special concern of the community in which they live.
Mental retardation is a permanent handicap. Parents and professional
workers must work together continuously in planning for the retarded children.
Helping parents requires more than a knowledge of the external factors common
19E99 , When AChild is Different, p. 152.
20Abraham Levinson, M.D., The Mentally Retarded Child (New York: The
John Day Company, 1965), p. 54.
21Nancy Faber, The Retarded Child (New York: Crown Publisher, Inc.,
1968), p. 145.
22Levinson, The Mentall~ Retarded Child, p. 144.
15
to mental deficiency. An evaluation of parental strengths and weaknesses,
their fears and anxieties, guilt and frustrations, is also essential for
it is through these factors that intellectual recognition and emotional
acceptance of the problems may be accomplished.
As the child grows, he readies himself for new and different ex-
periences. The professional worker has the responsibility of knowing what
the community has to offer these children. They must use all available
resources and be skilled in using them in treatment programs, including
physical therapy and other services. Neither parents nor professional
workers alone can do all that is necessary for these children. Ti~e com-
munity must come awake to its responsibilities for these children. Parents'
groups can do a great deal to educate the community and obtain its support
for resources necessary for retarded children.
Parents can work together for these resources, but they are not
alone. Men of medicine and science, psychiatrists, psychologists, teachers,
vocational counselors, and social workers can be trusted to love the re-
tarded child and to want to share in making his world a happy and productive
one.
In the present chapter related literature was surveyed concerning
resources for parents of mentally retarded children. The literature reveals
a growth and support in the field of resources to families with a retarded
member. It also indicated a need for further training for helping profes-
sions in order that they may be of assistance to families in need of their
services.
CHAPTER III
SERVICES TO PARENTS IN THE SPECIAL
RELIGIOUS EDUCATION PROGRAM
In 1974, 50 families with a handicapped member were surveyed to
assess their needs as a group. All of these families were involved in
a special religious education program developed to follow the Journey
With Jesus model. These parents expressed the need for preserltations and




Placement After Death of Parents
Brother/Sister Relationships
Financial Concerns
Genetic Factors and Causes of Mental Retardation
Parents also indicated a need for discussion of the following for




Acceptance of Parents' Attitudes
Using the above topics as an indication of parents' needs, this
chapter presents 10 topics for presentation at the Parent Program of the
16
17
Special Rel.igious Education sessions. The Director of the Special Religious
Education Program or the director of the Parent Program should be encouraged
to sequence the topics according to the needs of their specific program.
The writer has chosen the following order for the presentations:
Program Orientation
Celebration
Family Acceptance of Mental Retardation







Topics will be presented in outline form, including presentation,
summary, questions for discussion and references. Following the plan de-
veloped in the Journey With Jesus program, it is suggested that a topic
be presented by a guest speaker (or by the director of the program) one




We recognize that the people of God are in pilgrimage. On this
pilgrimage we recognize that mentally handicapped people are called
to come to Jesus also. For these people, our program ;s designed
18
to put them in touch with God and His Church and prepare them
for Christian witness in day-to-day living.
B. Curriculum
Journey With Jesus, a curriculum guide for special religious
education, written by Sister M. Sheila Haskett, D.S.F., Ph.D.,
eta ale (Cardinal Stritch College, Milwaukee, Wisconsin, 1975).
The curriculum recognizes three levels:
1. Readiness
2. Immediate and specific introduction to ~acrament
3. Sacramental living appropriate for the limited a~olescent
and adult in the community
c. Format
The program runs for approximately 20 sessions per year. The
suggested weekly program includes:
1. Catechist training (30 minutes)
The catechists meet for 30 minutes each week with the
Director of the Program. This time, although it may vary
from week to week, should be spent as follows:
a. Presentation on some aspect of mental retardation, e.g.,
definitions, characteristics, development of the mentally
retarded, behavior management. This presentation will
allow the catechists to deepen their understanding of
the needs of the student.
b. Presentation of Curriculum Input; Teaching Methods, Materials,
Lesson Plans. The beginning catechist especially needs this
input to strengthen his ability to teach.
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c. Development of the day's lesson and planning for Liturgy.
In order to feel personally responsible and involved, the
catechist and director need to share in the planning.
d. Individual t1me--the catechist should have at least five
minutes to prepare the setting, get material and be pre-
pared for his student.
2. Lesson
The 3D-minute lesson includes readiness, motivation, presenta-
tion, evaluation, and homework assignm~dt. It should also in-
clude preparation for the day's Liturgy if there ;s to be one.
3. Parent program
While catechists and students are involved in their lesson,
a parent program should be held. This program provides parents
an opportunity to meet with other parents and share mutual
concerns. Program should be planned according to the needs
of the group, in such areas as mental retardation, family
acceptance, sibling relationships, and lectures and discussions
on Faith issues and how to communicate this to a child.
4. Liturgy
Ideally a Liturgy should be held for parents, siblings,
catechists and students. It;s in the Liturgy that the people
involved in the Special Religious Education Program become a
faith community. This Liturgy should be adapted for the needs
of the students, with primary emphasis on making it a special
time for them with God.
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5. Evaluation
After the Liturgy, a 10-minute evaluation period of the day
is essential. This evaluation is needed first to give im-
mediate feedback on the day·s lesson and secondly to plan
for the next session.
II. Summary
The Special Religious Education Program provides handicapped adults
and children the opportunity to celebrate life and to learn the basic
truths of their religion. The program provides catechists an oppor-
tunity to deepen their own Christianity through transmitting it to
others. The program offers a service to parents by enriching their
life through lectures and discussion, and giving parents an opportunity
to meet other parents and discuss mutual concerns. The program offers
experiences of liturgical and paraliturgical expression.
III. Questions
A. How can we recruit catechists?
B. Are there handicapped children in the area whose needs we are
not meetoing?
C. What suggestions would you have for the Parent Program?
IV. References
Hans R. Hahn and Werner H. Raasch, Helping the Retarded to Know
God (St. Louis, Missouri: Concordia publishing House, 1969).
Sister Sheila Haskett, D.S.F., Ph.D., et. ale Journey With Jesus
(Milwaukee, Wisconsin: Cardinal Stritch College, 1975).





A. What is celebration?
Celebration is a necessary element to form a bond of.unity within
the community served.
B. When does the community celebrate?
Suggested occasions would include:
1. Sacramental initiation (Baptism, Penance, First Communion,
Confirmation)
2. Seasonal (Thanksgiving, Christmas, Easter)
3. Getting acquainted, recognition of services
c. How is a celebration planned?
The most effective Liturgies seem to be the result of group
planning. Such planning insures a proper attitude toward the
unity of the group involved in the Liturgy. External elements
are not the primary focus. The core of the Liturgical experience
is the experience of worship. The most important aspect of the
Liturgy ;s the spirit which the faith community brings to their
God in prayer.
The following should be considered in planning a Liturgy:
1. Theme
The theme chosen is central to a good Liturgy. The theme
may come from the Liturgical Year (e.g., Advent, Christmas,
Lent). It may come from a special concern of the group (e.g.,
Scout Week, a Baptism, recognition of services). It may come
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from the concept developed in the catechet1cal program (e.g.,
God is our Loving Father, Jesus is our Savior, Hope, Death).
The overtones of the theme, expressed simply, should be inte-
grated as often as possible into the parts of the Liturgy,
e.g., introductory comments, penance petitions, readings,
offertory petitions, communion prayer, closing rite.
2. Readings and prayers
Having chosen a theme, the readings from Scripture should be
selected that relate to the theme. Adaption of the Scripture
should be done, especially for young students. ~he proclama-
tion of the Scripture is an important aspect. This lector
should stand immediately before the worshiping group, not
apart from the group in a pulpit.
The major concern in planning a Liturgy is to create an at-
mosphere which will enable the group to pray, to experience
God the Father at whatever level of development each has
reached.
3. Setting
The setting, like the theme, sets the tone for the community
gathered together. The needs and size of the group may deter-
mine the setting, as well as the facilities available. However,
any place suitable for the unity and meaning of the Liturgy ;s
acceptable: a home, chapel, school, gym or park.
The altar should have the prominent place, where the celebrant
is visible to everyone present. The children should be nearest
23
the altar and free to move around, to stand, sit and wiggle
as needed. It is important to avoid the group being scattered
throughout a large area. Eye contact, simple gestures, or
activities can extend the total meaning of the Liturgy.
4. Activity
Music ;s a universal expression of any theme or mood. Used
appropriately music can be prayer. The songs selected need
to be expressive of the group. Fuller participation will be
ensured when different aspects of life are expressed in song.
Art forms may bring out the central theme. These art forms
should be used to deepen the truth presented. Simplicity
and a sense of unity are important in developing creative
forms. Working around the central theme, expressive collages,
sketches, mobiles, banners, clay models, box pyramids, vest-
ments, stoles, name tags, decorated altar cloths, symbolic
gifts, can be made in preparation for the celebration. Pro-
cessions at the entrance, offertory, communion and recessional
can involve any or all of the participants. The traditional
procession can be varied by adding symbols, variety of
directions from which the procession moves, costumes and
banners.
Other appropriate activities could include: dramatization
of the readings, mime, and dance.
24
5. A planning sheet is a help in achieving a proper balance in











































Life and community burst out in celebration. The IIrituals" arising
out of life help us to celebrate our being and our relationship to
God and one another. Celebration is based on the life experiences
of all involved. It enables those in the community to move back into
life with a new perspective, sharing the grace of ·that celebration by
a changed life, bringing grace to the lives of others.
III. Questions
A. What Liturgies would we, as a special religious group, want to
plan for this year?
B. What role does the parent play in preparing the child for Liturgy?
IV. References
Bishops' Committee on·.the Liturgy, Eucharistic'Pra ers for Masses
with Children and for Masses of Reconciliation Was ington, D.C.:
Publications Office United States Catholic Conference, 1975).
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Reverend W. Thomas Faucher and lone C. Nieland, ]ouching God
(Notre Dame, Indiana: Ave Maria Press, 1975).
Sister Maria Rabalais, C.S.J., and Reverend Howard Hall, ~el~_
brat~2-_C~11~ren! (New York: Paulist Press, 1974).
Clarence Joseph Rivers, Celebration (New York: Herder and
Herder, 1969). .
Family Acceptance of Mental Retardation
I. Presentation
A. Acceptance of mental retardation
The acceptance of mental retardation in a t:,ild does not occur
in clearly defined stages. Yet there seems to be a ~atural pro-
gression in three stages and the first stage marks the beginning
of positive action on the child1s behalf.
B. Stages in developing acceptance
1. Initial stage--characterized by shock, denial, disbelief,
refusal to accept diagnosis. This is not an unhealthy or
abnormal reaction from parents. Rather, it gives the parents
time to assimilate the significance of the knowledge they
find difficult to accept.
2. Second stage--parents have accepted the information that
their child is handicapped but their feelings are still in
rebellion with that reality. They experience deep disappoint-
ment which may be expressed in anger, guilt or grief. Anger
may arise out of the need to IIblame" someone for the tragedy
the parents are experiencing. Guilt may be experienced by
some parents who feel responsible for the retardation. Grief
is felt by parents when their psychological preparation for
27
birth involved both the wish for a healthy body and the fear
of a damaged baby. When the baby is born with a handicap
the parents are faced with the "10ss" of the wished for,
expected baby and are confronted instead with a baby who
invokes fear and anger.
3. Third stage--when shock and denial have passed. and anger,
guilt and grief worked through, parents are able to turn
from their own needs to the needs of "their child". At this
point they are beginning to accept both the child and his
handicap. They turn from thoughts of the past to th~ present
and the future.
II.. Summary
Almost all workers with handicapped children regard the attitudes
of parents as playing an absolutely crucial role in the child's
development. It is in relationship to his parents that a child
first becomes aware of himself as an individual person. His own
picture of himself is formed largely out of the images which they
reflect back to him; they are like a mirror from which he derives
his sense of his own worth and value, his own unique shape as a
person. It is inevitable that their feelings and attitudes towards
his handicap will be incorporated in his own attitudes toward him-
sel f.
III. Questions
A. Why does a prolonged period of shock and denial cause additional
problems for the mentally retarded child?
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B. Against whom may anger be directed in the second stage?
c. What role does religious faith play in the acceptance of a
handicapped child?
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Brothers and Sisters of a
Mentally Retarded Child
I. Presentation
A. Role of the parents
The birth of any child has an impact and effect on the parents
and on the other siblings already present in the family. An ad-
ditional member coming into the family unit occasions a whole new
series of relationships and responsibilities of one member to
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another. The success of the family in dealing with and coping
with the mentally retarded family member is closely linked to
the attitudes of the parents. When parents themselves accept
the handicapped member, they tend to be able to help the other
children accept their brother or sister who ;s handicapped.
B. Concerns of siblings
Parents need to be aware of the concerns, spoken and unspoken,
that siblings have towards a handicapped member. Talk openly
with the normal children, encourage their questions, answer to
the best of your ability. These concerns may be ver:';al"!zed in
different ways and at different stages of development.
IIIf I have a handicapped brother/sister, does that mean
something is wrong with me, too?"
HIs he retarded because someone hurt him?H
"What do I tell my friends about him?"
"What are seizures all about?"
"What will happen when he gets older?"
"Should he or shouldn1t he marry?1I
tlWill my children be retarded?"
c. Suggestions for parents
It must always be remembered that the mentally retarded child is
an integral member of the family unit, and an effort should be
made to treat him as such. If the mentally retarded child is
treated so differently, e.g., not being given a chore to do, ex-
tensive amount of time given to him, the normal siblings Jnay
react with jealousy.
30
The process of telling the other children about the retardation
should be a gradual developing thing. Effort must be consciously
made to help the normal children with their fears, guilt or
fantasies regarding retardation. It must be discussed openly
and directly with children.
The mentally retarded child should be part of the normal family
activities: parties, birthdays, vacations, shopping, etc. The
family members should not cut themselves off from extra familial
activities and friends because of the retardate. Normal siblings
should be permitted their own activities without having to take a
retarded brother or sister along. Siblings could be encouraged
to do some type of volunteer work with handicapped people. In
this context, they may have an opportunity to work out some of
their ambivalence and confusion about their mentally retarded
brother or sister, but in a less threatening context than dealing
with them directly.
II. Summary
Each child in a family is different. They grow up independently of
each other but with each other. Each child has needs, strengths, and
weaknesses. It is within the family unit that they will mature and
develop. The parents' attitude toward each child helps to shape the
attitudes of the children toward each other. This is true for normal
siblings; it ;s very evident toward a handicapped child.
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III. Questions
A. H-ow can the Church help parents to cope with the fact of a
mentally retarded child in the family, especially in regards
to other siblings?
B. What organizations are available in our community for siblings?
C. How have professional people helped you to integrate your retarded
child within the family unit?
IV. References
Leo Buscaglia, Ph.D., The Disabled and Their Parents: A CounselinJi
Ch.a.1lenge (Thorofare, New Jersey: Charles B. Slack, Tn'c·. ~ .lQ75).
Father Patrick Cullen, "An Investigation of the Attitudes of Normal
Siblings and of Parents Toward Their Mentally Retarded Family Member,"
NAMR Quarterll, Volume 6, Number 4, Winter, 1976 (Detroit: 1976).
Frances Kaplan Grossman, Brothers and Sisters of Retarded Children
(Syracuse: Syracuse University Press, 1972).
Samuel Kirk, et. al., You and Your Retarded Child (Palo Alto, Cali-
fornia: Pacific Books, 1968).
Behavior Is Learned
I. Presentation
A. What is behavior?
Behavior refers to anything a person does or says that can be
observed directly and/or indirectly. A well-behaved child is
one who behaves in ways the parent thinks are appropriate to the
s;tuation~ The geographical, physical and psychological aspects
of a childls home, school and community will have much to do with
how he will behave.
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B. Behavior is learned
Children are always learning from their parents. Most of what
children learn from parents is acquired through watching what
people do and how they behave in dealing with problems. Children
then Himitate" the rnodel behavior of mother or father.
When children are interested in something, they tend to spend
more time with it. This interest can be a motivation for future
learning. Children learn interests from parp~ts and friends.
What a person values highly is the result of what he has learned.
Children value friends, toys, objects that have proven comforting
and rewarding. Religious beliefs, laws, and social codes of con-
duct are values that have powerful effects on behavior.
People behave differently during various ages and stages of
their lives. If a child is handicapped by physical or mental
limitations, he may not be able to behave according to the ex-
pectations of others without special help. Children behave in
different ways according to their opportunities for learning and
how they have been taught. Behavior;s always changing according
to what we learn from others. This;s called social learning.
Both desirable and undesirable behaviors are learned. Scolding
and spanking are things that parents learn to do. Kissing,
praising and hugging are also things that parents learn to do.
Many things parents do and say have unexpected results. Even
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the most well-meaning parent can actually be teaching a child
to misbehave. Examples include:
1. When an infant cries and is picked up, he ;s being taught to
cry. The reinforcer for his crying was picking him up_
2. One of the children begins to laugh when the baby smears
potatoes allover his face. Th~ child puts more potatoes
on himself and on the child next to him. Now everybody is
laughing and saying how cute he is. The family is reinforcing
the baby for being messy.
3. In the morning you are in a hurry to get Johnny %\.o school.
He can1t find his clothes. His shirt is not buttoned cor-
rectly. Even though he is old enough to dress himself you
are really in a hurry that morning, so you help him get
ready. You are reinforcing "undesirable" behavior.
c. What reinforces behavior?
Reinforcers (or rewards) are found among the most basic things
in life: listening, hugging, praise, a kiss, a smile, candy, or
trinkets. Negative reinforcements are also common--a shout,
push, scolding, slapping.
Both positive reinforcers and punishment work in controlling
behavior. But the use of pain and discomfort means that the
parent must always be ready to punish, scold, spank and threaten.
Such a household is not a pleasant one.
Behavior that is followed by a positive reinforcer will occur
more frequently in the future. Immediate rewards are the most
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effective. The difficult thing is to be consistent and continue
reinforcing the desired behavior. Most of us tend to take de-
sirable behavior for granted rather than to remember to reinforce
it. If a behavior isn't reinforced once in a while even after it
is learned, it is likely to weaken. A reinforcer should be given
for each of the small or many steps along the way to a desired
goal (e.g., being polite, having good study habits) rather than
as a prize at the very end.
II. Summary
Within the family setting, the child comes to learn behavior, desir-
able and undesirable. Most parents want to do everything they can
to help their children live happy lives.
The parent who cares will persevere and have courage. Through trial
and error the parents will find better ways to stimulate their child-
ren toward optimum potentials.
III. Questions
A. What do you think are some of the expected behaviors of normal
children the same age as your child?
B. Keeping his handicap in mind, which of these same behaviors do
you expect of your child?
c. What are some natural reinforcers in your present family situa-
tion?
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Changing Behavior
I. Presentation
A. When is behavior inappropriate?
An individual may not be behaving appropriately by his own or
a concerned loved one's standards. InapprOD~iate and distressing
behaviors occur mainly because social or behavioral forces ex-
ternal, to the person in some way encourage and support the
behavior. Assessing who has the problem requires a parent to
decide if the problem really belongs to the child or to the
parent. Often both have a problem: the child, an inappropriate
behavior which needs to be changed--the parent, the responsibility
to do something about changing it.
B. How does one change behavior?
1. Observation
The very first step in starting a program to change behavior
is careful, controlled observation of the behavior as it is
presently occurring. We must observe what is going on now,
before we can set behavior goals or make plans for achieving
them.
To get changes in the frequency of a behavior we must first
make a study of the present problem situation. This helps
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us decide just how much of a problem the behavior really
is and how effective our procedures are once we start our
program for change.
Parents who find their child's behavior intolerable tend to
overestimate the actual frequency of its occurrence. Other
parents may not want to admit that their child has problems.
They deny the frequency with which a behavior is occurring.
Thus, it is important to make careful obcervations of the
behaviors that are of concern by attempting to count how
frequently they occur.
2. Recording
In order to make observations as accurate and useful as
possible we need to specify exactly what the behavior is we
are going to record or count. We need to determine the parts
that make up the behavior. We don't need a fancy name we
just want to count how many times the behavior occurs. Even
here, it helps to get a clear understanding of just what goes
to make up the behavior you feel needs correcting.
In order to understand all the conditions affecting the be-
havior there are two additional things we should do. While
observing the behavior we should also determine what happens
just before the behavior and what happens immediately fol-
lowing the behavior.
We then observe and record these clearly defined behaviors.
We then add up these occurrences and get a count of how often
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this behavior occurs under regular conditions. This base-
line frequency of a behavior tells us where we are beginning
with the behavior and how serious it really is. We have also
obtained some knowledge into what situations set off the
behavior and what results follow (and probably reward) the
behavior.
3. Determine program
There are two ways to make a behavior change. We can change
the "beforell side or the lI after" side. We can change the
physical or social setting that sets off the behavinr or we
can change what happens after the behavior occurs. We can
withdraw the reward supporting the behavior. Conditions under
which the behavior occurs suggests one approach to be avoidance
of such situations. Another approach would be to withhold the
reward or giving the same amount of attention by rewarding
with praise, attention or a treat for cooperating. It is
important to set up situations which could be rewarded.
4. Set up your program
Tell your child very specifically what he/she must do. All
children learn. Some just learn more quickly than others.
Some can handle large amounts of information very rapidly.
Others need smaller units of information and slower rates
of input. When given these conditions the retarded child
is capable'of acquiring skills and knowledge far beyond what
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might be imagined. Whatever his potential may be one should
always expect him to achieve this potential and never settle
for less.
Proper use of behavioral laws do just this. The child is
assisted in achieving his potential by:
a. Having a task or behavior broken down into small simple
steps.
b. These steps are made as clear and di~t1nct as possible.
c. These steps are presented in a repetitious consistent
manner.
We make the child desire or want to learn this behavior by
using rewards for success at each step of the way. The
child ;s thereby encouraged in his efforts.
II. Summary
Within the family setting the child must learn to listen, to follow
directions, to help others, and to solve problems cooperatively. The
beginning awareness and acceptance of authority, rules and self-
imposed limitations are also learned from the family. The family
;s an informal school for learning how to live and how to love. When
parents provide firm guidance, positive reinforcement, and loving care,
families can achieve much happiness.
III. Questions
A. How do I establish desirable self-care behaviors?
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B. What are the techniques you have used to change a socially in-
appropriate behavior?
c. How does a parent help a child control tantrums, hyperactivity,
aggressiveness, etc.?
D. What reinforcers work well with your child?
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Educational Perspectives
I. Presentation
A. Right to an education
If it is doubtful that any ordinary child may reasonably be
expected to succeed in life if he is denied an education, then
it is clear that the retarded child may not be expected to suc-
ceed without an education. The normal child may learn ffwilly
nillyU while wandering in the woods, in the streets, watching
TV or whatever; but the retarded child, if he or she ;s to learn,
requires a formal structured program of education and training.
Without education, the retarded child is not only destined to
fail in life, he is also in jeopardy of losing his or her liberty.
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Legislative activity across the country reflects major changes
in provisions for the education of the exceptional learners.
Some of this activity has been brought by lawsuits directed
against state departments and local school districts by in-
dfv1dual parents and organizations of parents of handicapped
children.
Some of these trends are:
1. Mandatory laws for guaranteeing that all handicapped children
will receive the benefits of an education. In the past, a
permissive structure in some states allowed considerable
flexibility for local districts to operate within when it
came to accepting responsibility for certain types of ex-
ceptional learners.
2. Considerations of cultural and ethnic differences in identi-
fication and placement of children in special programs.
Keeping parents informed of identification and placement
practices as well as state laws governing such practices is
also receiving attention.
3. Creation of laws to provide early education programs for
both handicapped and non-handicapped children.
4. Alteration of definitions of handicapping conditions so that
certain types of children are not excluded.
5. Increase in comprehensive services such as transportation
facilities for handicapped children. Also, laws have created
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regionally based programs in areas where local school dis-
tricts alone cannot provide good programs for certain types
of handicapped children.
6. Mainstreaming--wh1ch means the integration of handicapped
and non-handicapped children in the same service structure
whenever possible. For the less severely impaired one trend
in special education is toward "mainstreaming" and away fronl
separated special classes. Research in special education
has never conclusively demonstrated that separate classes
for educable mentally retarded students are SUPt:s io;' to
inclusion in regular classes with special assistance. Con-
versely, the ma;nstream;ng trend is so recent that there ;s
as yet no completed research by which its effectiveness can
be judged.
B. Educational goals (for public and private facilities)
1. The focus of special education for EMR students (as classi-
fied by educators this would include students with an I.Q.
from 50-75) should be on:




They will ultimately need two basic skills which cut across
all curriculum areas: thinking critically or being able to
weigh the facts of a given situation with their implications
and acting independently or making a decision based on these
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facts and following it through. Thus in order to become an
independent adult the EMR youngster may well have to be
taught and given experience in problem-solving methods which
will apply to a multitude of academic, personal, social,
vocational, financial and leisure situations.
2. Trainable mentally retarded students (l.Q. 25-50) function
at a level which is one-fourth to one-half that of normal
children. They are usually identified before reaching school
age.
As trainable retarded children reach school age, public
education facilities are available but still in limited
numbers. Special education is typically provided for TMR
children in special day school. Emphasis is on:
a. Oral language development
b. Self-help skills
c. Socialization
d. Preparation for living and working in sheltered environ-
ments
3. The Division of Vocational Rehabilitation in each state pro-
vides rehabilitation and vocational training to physically
or mentally disabled persons. Any citizen may apply for
diagnostic and evaluative testing. On the basis of these
tests the client is given counseling in establishing a voca-
tional life-plan. In nearly all cases the client is then
placed in a private trade school or a work activities center
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in a program of vocational training suited to his capabili-
ties. These programs generally include two phases: work
adjustment training in which the client is trained in ac-
cepting job supervision, working well and steadily at hts
job and working a regular work week; and work skills training
in which he is trained in a particular occupational skill.
After training, the client is given assistance in obtaining
employment. Follow-up services, to insure that the client
has adjusted well to his work, are also provided.
II. Summary
Education is required in the performance of our most basic responsi-
bilities. It is the very foundation of good citizenship. It is
very doubtful that any child may reasonably be expected to succeed
in life if he ;s denied the opportunity of an education. The op-
portunity of an education is a right which must be made to all on
equal terms.
Previous to major legislative action, what came to the retarded
child and his family often came out of the good will and gracious-
ness of others. It is no longer a question of kindness; it is now
a matter of justice.
III. Questions
A. What specific legislation has affected and is affecting education
for the mentally retarded in this area?
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B. Describe the present educational setting your child is in.
In what way is the setting of benefit to your child? In
what way ;s it a deficit for your child?
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Financial Concerns
I. Presentation
A. What are the financial concerns of parents with a handicapped
child?
A handicapped child, because of his limitations, may be in need
of special educational intervention and program. He may as an
adult, be dependent for his support because of his inability to
earn a standard wage. When a supporting parent dies the handi-
capped person may be unable financially to provide for his own
maintenance and care. It;s a wise parent who looks to sources
of financial help well before a crisis time. It;s of importance
to understand that local state and national financial aid may be
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applied to private as well as public placement when parents feel
the private placement better meets the needs of the individual.
B. Sources of help
Many diverse programs have come into existence in response to
needs and by legislative mandates. Since these laws change from
time to time a general awareness of what may be available and
their possibilities should be explored. Income support may be
provided through the following services:
1. Continuing support from:
a. Supplemental Security Income--Federal and State assistance
on the basis of need for persons who are permanently and
totally disabled, blind or aged.
b. Public welfare--general assistance available in some
states and the Federal Aid to Families with Dependent
Children program which exists in all states granted on
the basis of need.
c. Social Security and Railroad Retirement--Federal retire-
ment income guarantee program based on contributions by
employees and employers, covering retired and disabled
persons and survivors of the beneficiary.
d. Veterans benefits and CHAMPUS--the Civilian Health and
Medical Program for the Uniformed Services--provides
health care and services for certain dependents of members
of uniformed services--dependents of active duty or retired
members and dependents of members who die while on active
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duty or while in retired status are eligible for bene-
fits until they reach the age of 65 and become eligible
for Medicare payments.
e. Medical Assistance (Medicaid)--Federal/State payment for
residents of hospitals, skilled nursing facilities and
intermediate care facilities.
f. Medicare--Social Security program to pay costs of hos-
pital and nursing home care for Social Security bene-
ficiaries.
g. Federal Black Lung Disease Benefits--provide for sur-
vivors of the disease.
h. Public mental retardation or mental health residential
institutions where total care is provided.
i. Public mental retardation programs in the community.
j. Guardianship management of the retarded person's own
income and resources.
2. Interim support (provided by some of the above as well as
the following:)
a. Private voluntary agencies which provide a variety of
specific benefits for which the retarded person may be
eligible.
b. Vocational Rehabilitation Service Agencies--Federally
and State supported, which may provide subsistence pay-
ment durtng vocational training.
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c. Emergency assistance grants provided by public or
private agencies in such forms as allotments for food,
temporary housing and cash for other living expenses.
3. Insurance
a. Life insurance--to provide financial support for de-
pendent persons after the death of the person upon whom
they rely for help. Some insurance plans provide life
insurance for several members of the family at once.
The policy is usually taken out on che parent who is the
primary earner of income for the family. Al~ children
born after the policy is obtained are automatically
covered at no additional charge. Children covered
under such a policy have the right to convert to a
standard policy when the coverage under their parents'
policy terminates (policies vary from company to com-
pany). The retarded individual does not usually have
the responsibility to support others. If he does, his
ability to support himself and others and the cause of
his retardation determine the premium to be charged.
b. Casualty insurance
Accident and health insurance may provide that coverage
of dependents will end when they reach a specific age.
If, however, the dependent is an unmarried retarded child
uincapable of self-sustaining employment" (a 1968 amend-
ment to the Insurance Company Law of 1951) states that
coverage shall not terminate. The retarded dependent
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will continue to be covered for as long as the insuracne
remains in force and as long as he remains incapable of
self-sustaining employment.
Coverage of children under group and family plans usually
terminates after the nineteenth birthday. Upon termina-
tion of their coverage these children have a limited
period of time in which they may convert to individual
health insurance policies regardless of their physical
or mental conditions. Such extended coverage may con-
tinue from one to several years. Parents should inquire
concerning what extended coverage is available well be-
fore his regular family coverage terminates.
4. Estate planning
While having a will is important to everyone, it is especi-
ally important for the parents of a retarded child, since
it is only by having a will that he can do the kind of plan-
ning which the law permits. Parents of retarded children
have special problems in writing their wills. Special ques-
tions arise which must be answered. Should everything be
left to the retarded child or should nothing be left? Who
takes care of his well-being? Who takes care of the money?
How will these plans effect his eligibility for financial
assistance from other agencies?
If the estate is large enough, the establishment of a trust
might be the answer. This is a simple arrangement under
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which a bank or member of the family or a friend is left
property to hold for the benefit of someone else. The trust
continues for the lifetime of the retarded child and, at the
death of the retarded child any money that remains is simply
distributed among the other children or their children. The
trust avoids the problem of leaving the property directly to
the retarded child since the property is left for the benefit
of the retarded child without his having to actually own it.
Leaving property to a retarded child raises the necessity for
a guardianship and also results in the retarded child's
owning property which must be administered in the event of
his death. The same problem arises when a joint bank account
;s created with the retarded child as one of those designated
in the account.
The kind of plan that is worked out must depend upon the cir-
cumstances of the individual family--its financial ability,
the ages of the other children, the extent to which other
family members may be available for help and so forth. Per-
haps most important ;s consideration of what the future may
hold for the retarded child·-is he likely to be in an in-
stitution or is community living a possibility? Do the
parents feel that private placement, rather than a state in-
stitution ;s so important that they are willing to have a
major portion of their estate set aside for this purpose?
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II. Summary
These are financial resources available to families of a handi-
capped child. Often there is "red tape" surrounding these sources,
but parents should realize that this assistance is due to them as a
citizen of the United States. In planning for the lives of the
handicapped, long-range goals are necessary in order to procure
needed financial aid. Since states vary in agencies, laws and
resources an initial contact may be made by the parents through the
local ARC.
III. Questions
A. What financial assistance are you presently receiving?
B. What financial needs do you see in the future?
c. Which local attorneys are best qualified to advise will and
estate planning?
IV. References
Sol Nichtern, M. D., Helping the Retarded Child (New York:
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A. Where do mentally retarded persons live?
All children cannot live with their families nor can all adults
find their own living arrangements. Residential services are
needed for many mentally retarded persons at some time in their
lives, and for some throughout their lives. For many families
placement becomes a major concern as the child develops or as
family crises occur.
B. What residential facilities are available?
1. Institutions
The traditional residential facility was institutional in
nature; that is, marked by isolation from the community,
large congregations of disabled residents and the type of
daily regimen that characterizes hospitals and prisons.
Institutions are now being modified to accommodate the new
philosophies of normalization and maximal self-development.
Institutions are becoming smaller, tending to use cottage-
type housing and care, attempting to approximate a homelike
environment and encouraging the development of the resident
and his/her access to adjacent community services and oppor-
tunities.
IIPrivate residential facilities" describes ot.her types of
residential settings outside the public institutions. While
such settings are private, governments may purchase care in
them for residents considered to be a public responsibility.
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2. Alternatives to institutional care
The prevailing philosophy holds that residential services
follow a developmental model--providing attention to specific
problems and needs of individual residents until they can be
corrected or met. Thereafter, the individual progresses to
an improved level of independent functioning. The following
are facilities within the community:
a. Group homes, hostels, boarding homes and halfway houses
for adults are community-based res;uential facilities
which operate 24 hours a day to provide serv~ces to a
small group of mentally retarded or otherwise develop-
mentally impaired persons who are presently or potenti-
ally capable of functioning in the community with some
degree of independence.
b. Foster care--for children and adults who are dependent
and cannot live with their own families.
c. Natural home--living with one's parents as a child or as
an adult, living alone (in an apartment), or living with
members of one's family (e.g., siblings, or other rela-
tives).
d. Long-term sheltered living including nursing homes--an
environment for adults incapable of independent living.
e. Respite care--very short-term residence care for retarded
individuals, both children and adults to allow them and
their fam;' ;es a "vacation" from one another and/or to
alleviate a family crisis.
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f. Habilitation serv1ces--vQcat1onally oriented residential
services to help young adults adapt to the world of work,
and independent living and training the individual for
competitive employnlent.
II. Summary
Each parent desires the best for his child. A handicapped child by
reason of his handicap often needs special provision for placement.
This may occur at birth, at school age, at adult~ood, or at time of
family crisis (e.g., the death of one or both parents, divorce, etc.).
There are many types of services available. It is the responsibility
of the family to search out these facilities. Local ARC groups, or
professionals who have been working with the family and child should
be tapped to help with placement. Whenever possible this searching
should be done before a crisis time, so that the best placement for
the handicapped person may be made with concern for his emotional
needs, as well as his educational, physical and social needs.
III. Questions
A. Does placement mean complete separation?
B. What public/private agencies are available within a geographic
locality?
c. What are the financial, visiting and vacation arrangements?
D. How does a parent contact these agencies?
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A. Why seek genetic counseling?
One of the first concerns of the parents of a child with a birth
defect ; s that a second chi 1d wi 11 have the same aff'li ct i on as
the first or that their normal children will have an afflicted
child. Some of these defects are not inherited at all. Some
are due to environmental factors that affect the baby while in
the mother's womb. For example, if the mother is malnourished;
addicted to drugs; or contracts an illness like rubella (German
measles); or takes medications prescribed by a doctor who is
not aware of the effect of the drug on the fetus, or that she
is pregnant; x-ray, the fetus may suffer physical or mental sub-
normalities of varying degrees.
When parents seek genetic counseling because they have a child
with a birth defect that resulted from an environmental agent,
we can generally assure them that they need not fear a recurrence.
The defect was caused by conditions specific to that specific
pregnancy, rather than be, genetic infonnation carried by the
parents and thus apt to be inherited by a subsequent child.
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B. What happens during.the'counseling sessions?
There are hundreds of possible genetic disorders. Some are
identifiable by a specific test. Most abnormalities, however,
appear randomly, not in a particular group of people and testing
is only feasible if there is a history of a specific abnormality
in the families of prospective parents.
An evaluation consists of a complete family history, physical
examination and appropriate laboratory tests that can reveal
specific abnormalities.
When the diagnosis is completed the geneticist explains to the
family the nature of the disorder and the risk of recurrence in
the family. He tells them what to expect of the child, how he
should be managed (diet, medication), and, if it is inherited,
which family members are at risk.
C. What are the objectives of genetic counseling?
a. To advise parents of the risk of abnormality in future children
Genetic counseling provides professional advice on the risks,
implications, and alternatives for dealing with a hereditary
disorder within a family. Those who seek counseling may
already have a child afflicted with a birth defect, mental
retardation, or hereditary disease. Or they may have a
racial or ethnic background that puts them at a risk for a
certain disorder. (In many races and ethnic groups, there
are certain abnormal genes that occur predominantly in that
group and rarely in others. Typical examples of such disorders
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are cystic fibrosis, in caucasians, Tay-Sachs disease in
Jewish people and sickle cell anemia in blacks.)
The ultimate decision to take a risk or not must rest with
the family--the counselor only presents the information on
which the decision is based.
2. To alert the medical profession to special risks in as yet
unborn children.
If the couple is already expecting a chi~d, it is often pos-
sible to identify certain defects before birth by means of
withdrawing and analyzing a small amount of the amniotic
fluid which surrounds the developing fetus in the uterus.
This procedure is called amniocentesis. In some cases, the
physician, knowing what to expect early in the pregnancy,
;s able to minimize the damage through prompt treatment at
or soon after birth. This becomes increasingly important
in relation to mental retardation as treatments are devised
for genetically inborn errors of metabolism, for example:
PKU (phenylketonuria), galactosaemia, nephrogenic diabetes
insipidus, all conditions for which the results of treatment
are good provided that the diagnosis and treatment are begun
early. In some cases, a genetic disorder will not show up
for months or even years after birth. If such a disorder has
been correctly diagnosed in other family members, early
testing of the newborn baby who seems normal may lead to treat-
ment that wi,'l help prevent progress or irreparable damage.
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3. To reduce the number of children born w1thgenet1c predis-
position'to serious abnormality includ1,ng mental subnormality.
The third objective becomes important as tests for the carrier
state of genes become available and it becomes possible to
make a diagnosis of abnormality.
The estimates of recurrence falls into three broad groups.
Those in which the risk of recurrence is little more than
the random risk for the outcome of any ~regnancy; those in
which there is a high risk of recurrence, for ex~mple at
least one in 10; those in which there is only a moderate
risk of recurrence, say less than one in 10.
III. Summary
A little knowledge is a dangerous thing. The very greatest caution
is necessary in dealing with all questions and recommendations that
have as their object the influencing of the lives not only of the
living but also of the unborn. We must take the world as we find it
and do what we can to leave it a happier place than when we found
it. Toward this end the most important role the individual can play
in society is that of a parent. The creation of a good human being
is the greatest contribution the individual can make to his society.
The first consideration of the potential maker of a human being should
not be what the biological characteristics of his offspring are going
to be, but whether he as the parent is prepared to do his best to
make the lives of his offspring as useful and happy as possible. What-
ever the genetic inheritance of the individual one can do a great deal
through the agency of the environment to improve its expression.
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III. Questions
A. What resources are available locally for genetic counseling?
B. What are other bases for decision making?
c. What is available for the siblings of the retarded?
D. What;s the approximate cost of such services?
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CHAPTER IV
SUMMARY
This study was conducted to assess the needs of families who have
a handicapped child. It was conducted because of the realization that
parents playa crucial role in a child's development. It;s in relation-
ship to his parents that a child first becomes aware uf himself as an
individual person. His image of himself will be formed large1~f out of
the images they reflect back to him; his parents are like a mirror from
which he will derive a sense of his own worth and value, his own unique
shape as a person. Because of this realization, Sister M. Sheila Haskett,
in planning the Journey With Jesus program, has included a parent program
to run concurrently with special religious education instruction.
In 1974, 50 families who were involved in a special religious
education program based on the Journey With Jesus model, were surveyed
by the writer, to assess their needs as a group. From this survey the




Placement After Death of Parents
Brother/Sister Relationships
Financial Concerns
Genetic Factors and Causes of Mental Retardation
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Parents also indicated a need for discussion of the following




Acceptance of Parents· Attitudes
Using these topics as a guideline, this writer developed 10 ex-
panded outline presentations which may be used by the director of a special
religious education center in conjunction with the Parent Program. In some
cases, a guest speaker with expertise in a certain area, could be asked to
use the outline as a basis for presentation. It is suggested that the
questions be used by the parent group to generate discussion at the fol-
lowing meeting.
Suggestions for Further Research
The findings of the present study have indicated a variety of
concerns for parents of a handicapped child.
Suggestions for further research include:
1. Studies similar to the present one involving the parents in:
Sacramental Preparation
Stages of Moral Development
Sex Education for the Mentally Retarded
Preparation for Death and Dying
Development for Prayer Life of the Handicapped
2. Development of program for the siblings of the retarded
child to include the following:
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Understanding Mental Retardation
Their Role in the Early Training of Their
Brother/Sister
Future Concerns Regarding:
Responsibility for Their Brother/Sister
Possibility of Retardation in Their Own Children
Acceptance of Parents' Attitudes
Conclusion
We are all a pilgrim people. We are on a "Journey with Jesus ll •
On this pilgrimage some of us have been asked to accompany han~icapped
people as they, too, travel with Jesus to the Father. It is the hope of
the writer that these outlines will assist parents as they make life
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